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Objectives: This study was designed to reach many segments of the
diverse HIV/AIDS community and broaden understanding of how
information can better assist people living with HIV /AIDS.

Methods: Data were collected through a self-administered mail survey
distributed nationwide at clinics, drug treatment centers, and other

AIDS service organizations.

Results: The 662 respondents preferred getting information from
people—including health professionals, family, and friends—and
considered people the most trustworthy, useful, understandable, and
available information sources. Forty-three percent selected doctors as
their most preferred source. The Internet was not rated highly overall
but was preferred by those with more education or living in
metropolitan areas. Seventy-two percent said they actively search for

HIV /AlIDS-related information, and 80% said they give advice or tell
others where to get such information. However, 71% agreed that it is
easy to feel overwhelmed by information, and 31% agreed that not
seeking information can be beneficial.

Conclusions: Overall, information seeking is an important activity for
this sample of people living with HIV/AIDS. Many sources are widely
available to them but, together, can be overwhelming. They rely on
health professionals far more than print or media sources and receive

encouragement and support from family and friends.

INTRODUCTION

Managing information is an important part of coping
with illness and includes communicative and cognitive
activities like seeking, avoiding, providing, apprais-
ing, and interpreting information [1]. It is complex in
that people’s information behaviors and needs vary
over the course of their illnesses and along with the
availability and quality of information. In recent years,
considerable research has been done on how people
living with HIV/AIDS (PLWHA) manage information.
However, understanding of the role of information in
the HIV/AIDS community is still limited because of
the difficulties of reaching different groups of PLWHA.

This study has been designed to reach many seg-
ments of the diverse HIV/AIDS community and
broaden understanding of how information can better
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assist PLWHA. The authors begin by outlining HIV/
AIDS epidemiological trends in the United States and
characterizing HIV/AIDS information (hereafter re-
ferred to as HIV information) and the information
needs and behaviors of PLWHA as reported in the
scholarly literature. After discussing our survey meth-
ods, we present results about the information prefer-
ences and practices of PLWHA and discuss the impli-
cations for information services. A more comprehen-
sive report of the project has been written by our col-
laborators at Visionary Health Concepts, a health
education company owned and operated by people
with HIV and/or the hepatitis C virus (HCV) [2]. The
results and conclusions reported here should be of
particular interest to information, health, and social
service professionals and are based on analysis of the
survey data and parts of the aforementioned report.
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BACKGROUND

HIV/AIDS epidemiological trends in the United
States

The Centers for Disease Control and Prevention (CDC)
recently reported that through the year 2003, the es-
timated cumulative number of diagnoses of AIDS in
the United States was 929,985, and the estimated cu-
mulative number of deaths of persons with AIDS was
524,060 [3]. What these statistics do not reveal, how-
ever, is the spread of the epidemic into different parts
of the population since the first reported cases in 1981.
In the early years, most cases occurred among whites
[4]. As the decade wore on, HIV/AIDS was visible in
different groups, but took a devastating toll on men
who had sex with men (MSM) [5].* Although MSM
remained disproportionately affected, the epidemic be-
gan to shift significantly and expand into other groups
during the 1990s. These trends are still very much pre-
sent.

Synthesized national surveillance data show contin-
ued HIV transmission due to high-risk sexual behav-
iors and injection drug use. They also show that in-
creasing proportions of women, racial and ethnic mi-
norities, heterosexuals, and individuals of lower socio-
economic status are living with HIV/AIDS [6]. Now
accounting for more than 541,000 of the estimated cu-
mulative number of AIDS cases in the United States
[3], African Americans and Hispanics have experi-
enced a particularly high impact from the shift in the
epidemic. Obviously, race and ethnicity would not put
individuals at risk for contracting HIV/AIDS. How-
ever, they do correlate with different social and eco-
nomic determinants of health and other challenges as-
sociated with risk for HIV/AIDS [7-9]. For example,
many of the groups now affected have traditionally
had less access to health care and related resources. It
can be difficult to reach them when collecting data on
health issues, and they are sometimes underrepre-
sented in studies.

The nature of HIV information

Since the earliest days of the epidemic, information has
been understood as a critical resource in efforts to pre-
vent transmission of HIV, manage the complications
that accompany the disease, and prolong PLWHA's
lives [10]. Information scientists have provided analy-
ses of the distinctive qualities of the information as-
sociated with the epidemic. For example, Huber and
Gillaspy [10] assert that the current knowledge of
HIV/AIDS is a ““diseased body of knowledge,” full of
the same complexities that characterize the epidemic.
But perhaps the most defining characteristic of HIV
information is the overlapping roles of creator, provid-

* An explicit definition of the term men who have sex with men
(MSM) is not offered in the CDC report referenced here. However,
it is apparent from its usage in the text that it refers to both men
who identify as homosexual as well as men who do not identify as
homosexual and have sex with men.
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er, and seeker. In 1987, Ginn identified an increasing
overlap among the information functions and respon-
sibilities of the five sectors primarily responsible for
HIV information: service organizations, health profes-
sionals, consumers, the government, and the media
[11]. Huber and Gillaspy [10] later used this idea to
describe a nontraditional scientific communication
model of HIV/AIDS in which those typically consid-
ered information consumers (e.g., PLWHA) become in-
formation producers, and those typically considered
information producers (e.g., health professionals) act
as information consumers.

This convergence of information roles has had dif-
ferent effects. On the one hand, it has resulted in rel-
evant information for service providers who work to
combat the epidemic at what Huber and Gillaspy [10]
call multiple levels—from individuals and local com-
munities to the public at large. On the other hand,
much HIV information is published and distributed
outside of traditional channels, is not cataloged or in-
dexed, and is often not part of standard clinical infor-
mation resources [12]. It is gray literature, “informa-
tion produced on all levels of government, academics,
business and industry in electronic and print formats
not controlled by commercial publishing i.e, where
publishing is not the primary activity’” [13]. Access to
HIV /AIDS treatment fact sheets, pharmaceutical com-
pany brochures, newsletters, and other gray literature
can be difficult given its limited dissemination and in-
tegration into the usual streams of health information.
As a result, potentially powerful information does not
always make it into the hands of individuals and or-
ganizations who could benefit from it.

Information needs and behaviors of people living
with HIV/AIDS (PLWHA)

Previous studies have shown that HIV/AIDS service
providers perceive the information needs of their cli-
ents as falling into two broad categories: medical in-
formation needs and social service information needs
[14]. Huber and Cruz [15] pose a more comprehensive
categorization of information needs that varies from
drug, wellness, and financial information to informa-
tion on social activities, HIV/AIDS disclosure, death
and dying, and religious-spiritual topics. But the ex-
periences of PLWHA suggest other kinds of informa-
tion needs related to the clarity of information and its
match to the community that are not represented in
these frameworks.

Mental health professionals throughout the first de-
cade of the epidemic saw that many PLWHA felt com-
pelled to sort through potentially overwhelming
amounts of HIV information to keep up with and stay
current on issues important to their health, while others
tended to avoid reading or hearing about HIV/AIDS
[16]. Grim information about the course of HIV infec-
tion trapped many PLWHA “between their desire to
know as much as possible about HIV and their fear of
becoming immobilized by bad news” [16]. More re-
cently, health communications researchers have shown
that PLWHA use active information seeking, passive in-
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formation seeking, experiential information, and infor-
mation avoidance strategies to cope with and manage
the uncertainty surrounding their medical, social, and
personal situations [17]. While information seeking is a
means to reduce or increase uncertainty, avoiding in-
formation can help PLWHA maintain a desired level of
uncertainty about aspects of their condition [17].

PLWHA access and use a range of sources for infor-
mation about their condition. In a study of 205 HIV-
positive men and women, Huber and Cruz [15] find
that AIDS newsletters, magazines, and personal phy-
sicians are the three most popular sources of informa-
tion for PLWHA, followed by information from friends,
pamphlets, and brochures. The Internet has also be-
come a useful resource for some PLWHA. In a study
of Internet use and coping, Reeves [18] finds that
PLWHA use the Internet for locating general and spe-
cific health information, making social connections, fos-
tering a sense of community, advocating, and escaping
from the stress of living with the disease. PLWHA who
use the Internet for health information seem better in-
formed about HIV/AIDS and report more use of active
coping strategies, including information seeking, and
greater social support [19].

Across these and other studies, important variations
have been identified in the information behaviors of
the groups who make up the HIV/AIDS community.
For example, earlier studies show that some HIV-pos-
itive African American and Puerto Rican men feel that
HIV information is vital to their health yet is not read-
ily available in minority communities [20]. Other re-
searchers find that informal networks of PLWHA are
used as sources of information about HIV medications,
particularly by HIV-positive homosexual men and in-
jection drug users [21]. Additionally, more recent re-
search reveals a digital divide in the HIV/AIDS com-
munity: PELWHA with twelve or fewer years of edu-
cation have been found to have less experience using
computers and less access to the Internet than PLWHA
with more education [22]. Differences in information
seeking and source use can also be traced to affiliation
with activist organizations “in which skills and re-
sources are developed, shared, and mobilized to create
social and individual change” [23]. Brashers et al. [23]
find that PLWHA who are members of activist orga-
nizations are able to list more HIV/AIDS treatment
information sources and more likely to list information
sources of a nontraditional nature (e.g., community
health centers, the Internet, and pharmaceutical com-
panies) than PLWHA who do not belong to such or-
ganizations.

We designed the following study to reach many of
the different groups now affected by the epidemic, to
characterize the variety of HIV information that exists,
and to increase understanding of information prefer-
ences and practices in the HIV/AIDS community.

METHODS

Data were collected through a self-administered mail
survey distributed nationwide. Collaboration was vital
to the project. By partnering with HIV/AIDS educa-
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tors and activists from Visionary Health Concepts, we
were able to inform an empirical study of information
seeking and use with the valuable expertise of those
working on the front lines of the epidemic. All the
collaborators were involved in the development of re-
search questions, methods decisions, and mechanics of
survey design. The resulting questionnaire was pre-
tested with groups of PLWHA in a mid-sized Mid-
western community and in New York City. The test
respondents included HIV-positive men and women of
various ethnic backgrounds and socioeconomic status
and former injection drug users. Focus group sessions
were held with participants after they had completed
the survey to obtain direct feedback on the questions.
The test respondents evaluated the questions in terms
of clarity, readability, suitability of response options,
and terminology and shared their own experiences re-
lated to the questions. This feedback was critical in
assessing and revising the question categories and
wording [24, 25].

Participants

The survey was distributed over an 8-week period
through public and private clinics with large numbers
of HIV-positive clientele, drug treatment centers, and
other AIDS service organizations (ASOs), agencies in-
volved in the prevention and treatment of HIV/AIDS,
located throughout the United States. Our collaborators
at Visionary Health Concepts are engaged in ongoing
educational outreach activities and frequently interact
with such organizations. They selected 750 organiza-
tions they were aware of, based on location and likely
demographic composition of the clientele, forming a re-
gionally balanced mix of large, medium, and small or-
ganizations serving urban, suburban, and rural areas.
The major cities affected by the epidemic—New York,
San Francisco, Los Angeles, Houston, Detroit, Miami,
and Chicago—were covered in the sample. The overall
goal was to distribute the survey widely and reach
many of the diverse groups of the HIV/AIDS com-
munity: women, men, heterosexuals, homosexuals, Af-
rican Americans, Hispanics, injection drug users, less
educated individuals, younger adults, non-urban and
urban residents, and PLWHA coinfected with hepatitis.

Measures

The survey included thirty-five questions. The format-
ting included closed-ended Likert scale questions,
closed-ended questions with unordered response cat-
egories, and both partially and fully open-ended ques-
tions. Participants were asked about their information
needs, the information sources they used, the barriers
to HIV information they encountered, the impact HIV
information has had on their lives, and basic demo-
graphics. The survey also included measures to esti-
mate the general state of health of the respondents. For
example, one question was a self-report of treatment
success and another asked for current and past T-cell
counts (higher T-cell counts are associated with a
stronger, healthier immune system).
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Procedures

Survey packages—consisting of questionnaires, post-
age-paid reply envelopes, cover letters, and instruc-
tions for distributing the survey—were sent to the 750
organizations. Initially, we mailed 10 surveys to each
organization and then followed up with telephone
calls to monitor distribution rates. Some organizations
were sent anywhere from 10 to 100 additional surveys
during a 2nd wave of mailings. Approximately 200
surveys were hand-delivered to organizations in the
New York metropolitan area after our collaborators de-
termined this to be the most efficient way to reach
people at these sites. In total, 10,500 surveys were dis-
tributed. The staff members at the organizations dis-
seminated the survey in ways that worked best for
their clientele and local situations. For example, some
mailed the survey to all of their clients and others
handed out the survey when clients visited the clinic.

As a means of compensating everyone involved, sur-
vey respondents had the opportunity to submit their
names to a lottery for a cash prize of $2,000. The win-
ning respondent could then keep half of this amount
and give the other half to the nonprofit service orga-
nization of their choice. To keep the survey data anon-
ymous, we devised a "2 envelope system” to separate
participant surveys from their lottery registration in-
formation. Return envelopes included no printed in-
dication that the survey and lottery were AIDS-related.
Some organizations offered additional compensation,
such as transportation passes, for those clients who
agreed to complete the survey. To facilitate the data
collection process, we established a toll-free telephone
number that either staff members or respondents
could call if they had questions about the study or
needed assistance in distributing or completing the
survey.

Data management and analysis

All questionnaires were processed and entered into a
database by experienced data entry staff. This paper is
based on frequencies and first-round cross-tabulation
analysis conducted to identify trends among groups
in the sample.

RESULTS

Six hundred and sixty two (N = 662) usable surveys
were returned from 42 states over a 5-month period.
Some additional surveys were discarded either be-
cause the respondents were not HIV-positive or be-
cause they left portions of the survey blank. The base
on which we calculated the following percentages fluc-
tuates somewhat due to item nonresponse. The results
that follow should be understood only in light of the
shortcomings of our survey distribution procedures.
First, although it is typical in survey research to cal-
culate and report a response rate, our distribution pro-
cedures prevent us from doing so. We know that we
distributed 10,500 instruments to various organiza-
tions, but it is impossible to know how many of those
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surveys were actually offered to possible respondents.
Based on calls to various organizations, we know that
many survey packages did not reach a staff member
who could recruit participants for the study, despite
the fact that we mailed over 95% of them to a specific,
named individual. Several organizations also later said
they could not participate in the study due to time
constraints and the deadline for returning completed
surveys. Still other organizations requested additional
surveys in quantities that later turned out to be overly
optimistic given the time that their staff members had
to speak with clients about the study. Our distribution
technique also prevented us from forming a random-
ized sample. We specifically targeted organizations
that served diverse clientele, and we do not know how
the surveys were actually distributed at the various
sites. We included instructions on how to distribute
the survey, but health and social service professionals
face hectic schedules and sometimes overwhelming
demands. We expect that they did the best they could
under these circumstances.

Finally, because our survey was distributed at health
and service organizations, it only made it into the
hands of PLWHA who utilize such organizations. Un-
fortunately, we can say nothing about the information
preferences or practices of those individuals who ei-
ther have no access to or choose not to use these in-
stitutional resources. Still, we believe we achieved our
goal of surveying many of the diverse groups affected
by the epidemic. As shown by the demographic break-
down in Table 1, we reached most of the targeted
groups. However, we did not succeed in getting suf-
ficient data from younger adults. Indeed, selection bias
and underutilization of service organizations may ex-
plain why we received so few responses from this
group, one in dire need of further study. Some de-
mographic points of interest include: the range of an-
nual incomes, from none to over $60,000; different
work situations, with 162 retired or not employed, 171
employed, and 302 on disability; and T-cell counts
from 0 to 2,000.

Information source preferences

The survey explored respondents” assessments of HIV
information sources along several lines. One question
asked, “How do you best like to get HIV informa-
tion?”” and provided a series of options and space to
write in “other”” sources not listed. Respondents were
instructed to put the numbers “1,” “2,”” and ““3” next
to their top three choices. As shown in Figure 1, 43%
of respondents selected doctors as their 1st choice, and
70% ranked doctors in their top 3 sources. HIV-posi-
tive counselors and magazines had the next highest
frequencies but were more than 30% lower than doc-
tors, and brochures and newsletters followed but had
very low “first choice” frequencies.

It is important to note that while the lowest rated
information sources in Figure 1 are not widely pre-
ferred, they serve some groups in the HIV/AIDS com-
munity more than others. For example, people who
did not complete high school were three times more
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Table 1
Demographic characteristics of sample

Composition Number of respondents

Gender

Men 440
Women 203
Transgendered/Other 7
Ethnicity

White 264
African American 228
Hispanic 126
Other 14
Native American 12
Asian/Pacific Islander 5
Age

18-29 35
30-39 214
40-49 275
50 and over 126
Education

Some high school 93
High school graduate or GED 148
Some college or technical/trade school 265
Bachelors degree 101
Masters or doctoral degree 33
Sexual orientation

Homosexual 299
Heterosexual 289
Bisexual/Other 55
Injection drug use (IDU)

IDU transmission: definite or likely 102
IDU transmission: definite 85
Coinfection

Hepatitis coinfected 328
Location

Major metropolitan area 185
Large city 175
Small city or large town 125
Small town or rural area 83
Suburb 54

Note: Demographic information was not fully reported across all surveys.

likely than college graduates to choose videos as a top-
three choice. In general, white men who identified as
homosexual preferred newsletters, the Internet, edu-
cational forums, and peers, while other groups pre-
ferred brochures, pamphlets, videos, classes, nurses,
and HIV-positive counselors. There was also variation
based on how long respondents had known they are
HIV-positive. Doctors were still the top source by far,
but for PLWHA who had lived with HIV for less than
ten years, HIV-positive counselors were ranked sec-
ond. For those who had lived with HIV for more than
ten years, newsletters and forums were more com-
monly preferred sources.

The Internet was not rated highly overall, but whites
were about twice as likely to choose it as African Amer-
icans or Hispanics. Moreover, 25% of college graduates
listed it in their top 3 choices, while it was only selected
by 5% of those who did not finish high school, 8% of
high school graduates, and 15% of those with some col-
lege. Twenty-five percent of respondents living in major
metropolitan areas listed the Internet among their top
three sources. Those living in other areas listed it less
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than half as frequently: large cities, 12%; suburbs and
large towns, about 10%; and small towns or rural areas,
6%. Despite the subjectivity inherent in how respon-
dents described their location, these data revealed a no-
table divide in Internet preference: PLWHA in major
metropolitan areas favored the Internet more than those
who did not live in such areas.

In two similar questions, respondents were asked (1)
what people and (2) what information sources “en-
courage and support you to take positive actions to
deal with your HIV?” For the first question, the doctor
category was again rated highest, with 79% of respon-
dents selecting it as one of their top 3 choices. Friends
and family were not far behind, at 72%. Case man-
agers were the 3rd highest, at 41%, but were more than
30% lower than friends and family. In the 2nd ques-
tion, magazines and pamphlets were the highest rated
information sources, at 64% and 63%, respectively, and
newsletters were 3rd with 54% of respondents listing
them in their top 3.

In a separate question, we asked respondents to
characterize how useful, understandable, trustworthy,
and available 11 different HIV information sources
were to them, using a 5-point Likert scale. Together,
these information attributes might be considered an
assessment of reliability and quality. Table 2 presents
the percentage of respondents who gave the sources
the highest possible rating. People, including health
professionals and individuals from the respondents’
personal lives, were rated more highly than print in-
formation and other media. Doctors, peer educators,
nurses, and case managers were considered the most
trustworthy sources, and they were seen as the most
useful and understandable sources. Friends and peers
were ranked next overall but were not particularly
strong in terms of usefulness or trustworthiness. The
listing in Table 2 is in rough descending order in terms
of overall judgments of reliability and quality of in-
formation sources. While the sources had notable dif-
ferences in terms of how useful, understandable, and
trustworthy they were, their availability varied much
less. Newsletters were judged the least available, with
only 25% of respondents giving this source the highest
availability rating. Among print sources, community-
produced brochures were rated as the most under-
standable.

In a separate question on barriers to using HIV in-
formation, availability was rated the lowest. As illus-
trated in Figure 2, only 8% of respondents indicated
that HIV information was ““hard to find” as a top 3
barrier, while 35% listed that ““too much” information
was available. The 2 options most selected as top 3
barriers were ““hard to understand,” at 40%, and ““not
sure whether to trust,” at 38%. The most frequently
selected 1st choice related to applicability, with 15%
listing ““not enough information applies to me’” as the
biggest barrier. Variability across demographic groups
was limited on this question.

Information practices

Questions about information seeking and sharing were
distributed across the survey, and each elicited similar
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Figure 1
Sources of HIV information
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Percentages were calculated using the number of actual responses to the question. Some respondents selected fewer than three sources.

responses, as shown in Table 3. A majority of respon-
dents agreed or strongly agreed that they actively
searched for information, were confident in their abil-
ities to find information, and regularly read to learn
more about HIV. They also agreed that new informa-
tion helped keep them healthy and helped them feel
good about themselves.

Demographic breakdowns show 56% of Hispanics
and 58% of African Americans strongly agreed that
they actively searched for new HIV information, com-
pared to 39% of whites. Confidence in finding infor-
mation was also higher for African Americans (57%)
and Hispanics (53%) than for whites (40%). Women ap-
peared to be more active readers than men: 62% strong-
ly agreed that they regularly read to learn about HIV,
compared to 47% of men. Respondents with self-re-
ported high treatment success also tended to be active
information seekers, 75%, compared to 55% for those

reporting low treatment success. Responses to the 6th
entry shown in Table 3 indicated that information shar-
ing was a common practice. Eighty percent of respon-
dents agreed or strongly agreed that they gave advice
or told others where to get information. Among those
who reported sharing information, a segment of re-
spondents (105 in total) demonstrated faulty knowledge
about the implications of T-cell count measures (they
did not know at what number of T-cells a person risks
getting opportunistic infections). These respondents
were about as likely to share information as those who
had correct understanding of the implications of T-cell
counts for their health, raising important questions
about the quality of information being transferred in-
formally among PLWHA.

While most respondents actively sought informa-
tion, their interactions with it were not always posi-
tive. The responses shown in the 7th entry in Table 3

Table 2
Characterizing HIV information sources

How useful is the

Information sources source?

How understandable is
the source?

How available
is the source?

How trustworthy
is the source?

Doctors

HIV-positive peer educators
Nurses

Case managers

Friends and peers

Newsletters
Community-produced brochures
Magazine articles

The Internet

Drug company-produced brochures
Advertisements

51%
35%
31%
33%
21%
18%
19%
15%
15%
15%

9%

48%
39%
35%
37%
31%
22%
30%
21%
20%
18%
18%

55%
36%
32%
33%
22%
16%
20%
12%
12%
16%

8%

53%
34%
36%
36%
35%
25%
29%
31%
36%
31%
29%

Percent who responded “a lot” on a 5-point scale ranging from 1 = “a little” to 5 = “a lot.” Note: Percentages were calculated using the number of actual responses

to the question.
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Figure 2
Barriers to using HIV information
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Percentages were calculated using the number of actual responses to the question. Some respondents selected fewer than three barriers.

show that 71% agreed or strongly agreed that it was
easy to feel overwhelmed by HIV information. The
frequencies for this question were similar across all
groups of respondents, including those who had been
living with HIV/AIDS the longest. Interestingly,
while a large majority of respondents were over-
whelmed with information, a substantial segment
(43%) strongly disagreed that at times it was better not
to seek information. On the other hand, 31% either
agreed or strongly agreed that not seeking informa-
tion could be beneficial.

It also appeared that PLWHA's ability to make treat-
ment choices and follow their medication schedules
could benefit from better information support. Thirty-
eight percent of respondents agreed or strongly
agreed that they did not know enough to make good
treatment choices. Also, education level was an impor-
tant factor in understanding treatment choices. Few
college graduates (6%) felt that they did not know
enough to choose wisely, but 34% of those without a

high school degree felt this way. Adherence to treat-
ment is a critical issue in self-care and disease man-
agement. The World Health Organization recently de-
fined adherence as ““the extent to which a person’s be-
havior—taking medication, following a diet, and/or
executing lifestyle changes—corresponds with agreed
recommendations from a healthcare provider” [26].
Among PLWHA, not adhering to combination antiret-
roviral (ARV) regimens might result in drug resistance
and treatment failure. Unfortunately, 35% of respon-
dents strongly or somewhat agreed that they were not
getting much useful information on how to stay con-
sistent with taking their medications. The rates were
higher for unemployed respondents (45%) and non-—
high school graduates (44%). Moreover, those with less
adherence-related information might be managing
their medications in a more haphazard manner.
Among the 35% not encountering adherence-related
information, 40% did not systematically keep track of
when they missed taking their medications.

Table 3
Information seeking and sharing
Neither
Strongly  Somewhat agree or Somewhat  Strongly

Survey questions disagree disagree disagree agree agree
| actively search for new HIV information. 6% % 15% 24% 48%
I am confident that | can find the HIV information | want and need. 3% 6% 11% 31% 49%
| regularly read things that help me learn more about HIV. 3% 4% 11% 31% 51%
Learning new HIV information helps to keep me healthy. 5% 2% 13% 25% 55%
| feel good about myself when | seek out new HIV information. 3% 2% 17% 25% 53%
| try to give friends advice about HIV or tell them where to go to get more HIV information. 6% 4% 10% 24% 56%
It is easy to feel overwhelmed by AIDS/HIV information. 10% 8% 11% 36% 35%
At times it is better not to seek more AIDS/HIV information. 43% 11% 15% 16% 15%
Note: Percentages were calculated using the number of actual responses to the question.
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CONCLUSIONS

This study contributes to understanding the informa-
tion preferences and practices of PLWHA and repre-
sents many of the diverse groups now affected by the
epidemic. Our results are of particular interest in re-
lation to studies based on more homogenous samples.
Huber and Cruz [15]—whose sample is 59% white and
90% male, of which 83% identify as homosexual—find
that newsletters and magazines are more highly rated
sources of information than personal physicians and
friends. Our results show that newsletters are still im-
portant for this group, but, for our sample at large,
health professionals are the central source of infor-
mation. The value of newsletters should not be dis-
counted, however. They have the lowest availability of
all the sources represented on our survey and may not
be making it into the hands of many respondents.
Nonetheless, the role of people as information sources
needs to be recognized and utilized, and future re-
searchers may find it beneficial to explore the different
forms of information provided by different people
(e.g., doctors may talk with clients but also give them
pamphlets to read). Likewise, friends and family are
key providers of encouragement and support for the
PLWHA who completed our survey. This suggests that
other people in the lives of PLWHA need quality in-
formation resources of their own from which to build
a solid base of knowledge about HIV/AIDS.

Based on our data, more information is not the an-
swer for improving information services for PLWHA.
Availability of information was not reported as a prob-
lem by many respondents. Almost all the sources rep-
resented on our survey seem widely available to them
and, together, constitute an overwhelming mass of in-
formation. The more pressing need might be under-
standing individuals and specific groups, getting the
right information out to them, tailoring it so it is ap-
plicable, and improving it in terms of readability, pro-
vision of actions steps, and consistency. This requires
not only creativity on the part of information produc-
ers and distributors, but also attention to what Res-
nicow et al. [27] term the surface and deep structure
dimensions of cultural sensitivity. Whereas surface
structure sensitivity involves matching health infor-
mation to observable characteristics of a group, deep
structure sensitivity involves understanding the cul-
tural, social, historical, environmental, and psycholog-
ical forces that influence the health-related behaviors
of a group [27]. The trust factor is a related matter,
and doctors and other health professionals, the central
information source for respondents in this study, can
do much to help PELWHA learn which sources are most
trustworthy.

This study provides basic insights into the use of
the Internet by PLWHA. However, the Internet is a
compilation of many types of information, not one cen-
tralized resource. Among the masses of available Web-
based information, some material is highly authorita-
tive and some has strong community appeal, but much
is also of questionable quality. It is beyond the scope
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of our project to differentiate Internet materials, and
considerable research still needs to be done in this area
to fill out the picture of the Internet’s contribution and
potential. However, our results as well as those of
Huber and Cruz [15] suggest that service providers
must not depend on the Internet as the primary means
of information dissemination for PELWHA. Huber and
Cruz [15] find that 67% of respondents never use the
Internet for HIV information, and our results also
show low usage. We believe that Web resources will
continue to increase in importance, but, at present,
they could be missed by many PLWHA. Information
and support provided through other highly accessible
channels—health professionals, friends, peers, and se-
lected print media for different groups—would likely
have a greater chance of being trusted and used.
Information seeking is clearly an important activity
in the lives of the PLWHA who participated in our
study. They see HIV information as a resource that
helps to keep them healthy, and seeking that infor-
mation helps them feel better about themselves. Be-
cause the survey responses are decontextualized, self-
reported perceptions, they do not necessarily tell us
how well respondents are really locating information,
what quality of information they find, how the infor-
mation is actually used, or what its effects on health
are. Yet the association of information seeking with
positive attitudes about health is an important phe-
nomenon that relates to people with all kinds of health
conditions. At the same time, however, information
dissemination needs to be managed to reduce over-
load, and information avoidance needs to be recog-
nized and respected as a coping strategy. The high
level of information sharing reported by respondents
also needs attention. Service providers could build on
this pattern of behavior by making PLWHA aware of
their role as information providers, the high value of
passing on quality information, and the problems with
misinformation that filters through personal networks.
Adherence to treatment regimens is a recognized
area of concern in treating HIV/AIDS, and responses
to our survey indicate gaps in the provision of adher-
ence-related information. This is not surprising as
Reynolds points to several researchers who find that
PLWHA believe they are not provided with enough
information about their ARV medications and related
side effects [28]. We see adherence as an information-
intensive activity and agree with Reynolds who states
that it may be possible to promote adherence through
explicit information about the experience of treatment.
Information is an essential resource for people with
serious medical conditions like HIV / AIDS. Elsewhere,
we have stated that looking at the sources of infor-
mation PLWHA use in terms of demographics can
help researchers and health professionals understand
how best to get information to particular groups [29].
However, other important research questions also need
to be more thoroughly explored. These include how
PLWHA experience information, how they assimilate
and manage the information they gather, what role in-
formation plays in taking medications, and how infor-
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mation can be used to improve adherence practices.
We intend to use this broad base of survey results to
inform additional qualitative studies in these areas.
Results from this and future research can facilitate the
development of better information services and edu-
cation-based health interventions for the diverse
groups now affected by the AIDS epidemic.
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